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HIV offers a lens through which
the underlying problems of the US
health care system can be examined.
New treatments offer the potential of
prolonged quality of life for people liv-
ing with HIV if they have adequate
access to health care. However, increas-
ing numbers of new cases of HIV occur
among individuals with poor access to
health care.

Restrictions on eligibility for
Medicaid (and state-by-state variabil-
ity) contribute to uneven access to the
most important safety net source of
HIV care financing, while relatively
modest discretionary programs at-
tempt to fill in the gap with an ever-in-
creasing caseload. Many poor people
with HIV are going without care, even
though aggregate public spending on
HIV-related care will total $7.7 billion
in fiscal year 2000, an amount suffi-
cient to cover the care costs of one half
of those living with HIV. But ineffi-
ciencies and inequities in the system
(both structural and geographic) re-
quire assessment of the steps that can
be taken to create a more rational
model of care financing for people liv-
ing with HIV that could become a
model for all chronic diseases. (Am J
Public Health. 2000;90:1033–1036)
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It has been said that HIV is a lens
through which the underlying problems of
the US health care system can be examined.
While this has probably been true since the
beginning of the epidemic in the early
1980s, now—nearly 20 years later—the re-
sponse to the evolution of the HIV epi-
demic, particularly in terms of financing
and care delivery, makes the United States’
Rube Goldberg approach to providing
health care even more apparent.

With promising new treatments for HIV,
the model of care delivery has shifted from
one of terminal care to one of chronic disease
management. This does not necessarily mean
that the new treatments known as highly ac-
tive antiretroviral therapy are a cure, but the
length and quality of the lives of people with
HIV have been extended significantly.1,2 In-
deed, as death rates decline (e.g., a 42% de-
cline between 1996 and 1997, followed by a
20% decline between 1997 and 19983) and
new infection rates appear to be holding con-
stant (at an estimated 40000 infections each
year3), the total number of people who need
care for HIV at any one time is increasing
significantly, placing an additional burden on
the health care system, primarily the publicly
financed health care system. There are an es-
timated 800 000 to 900 000 people3 living
with HIV in the United States, of whom al-
most 300000 are living with AIDS.4

The Impact of New Treatments

Despite these positive trends, signifi-
cant challenges to treating HIV remain.
Moreover, as the demographics of HIV have
shifted to those who have less access to care,
the challenges of getting treatment for HIV
have increased. In fact, the evolving demo-
graphics of those infected with HIV or at
risk for HIV represent perhaps the most im-
portant factor related to access to care in the
United States today.

People with HIV or at risk for HIV in-
fection are increasingly likely to be poor and
are usually members of racial/ethnic minority
groups. Together, African Americans and
Latinos represent the majority of new AIDS
cases and of persons living with AIDS.4

Women are also experiencing rapid rates of
increase in HIV infection. Whereas in 1986,
women represented only 7% of new AIDS
cases,5 they now represent almost one quarter

(23%)4; of those, 55% are young women
aged 13 to 19 years.4 In addition, the epi-
demic persists among gay and bisexual men
of color, injection drug users, youth, and resi-
dents of inner-city urban areas.

These populations are all among the
most likely to be without a regular source of
care, to face barriers to accessing care, and to
be dependent on the public sector for the fi-
nancing and delivery of their care. Estimates
of those who are on public insurance (Medic-
aid and Medicare) or are uninsured range
from 68%6 to 83%.7 In addition, studies indi-
cate that African Americans and Latinos with
HIV/AIDS may be more likely than Whites
to be tested at a later stage in the illness1,8,9

and less likely to receive recommended HIV/
AIDS therapy.10

The Challenges of Treating HIV

It is in this context that the following
challenges of treating HIV must be consid-
ered. First, the use of highly active anti-
retroviral therapy requires an individualized
approach to treatment regarding when to start
therapy, which combination of drugs is ap-
propriate for an individual patient, when to
switch drugs if the initial combination is not
(or is no longer) effective, and so forth. This
requires access to providers experienced in
treating HIV. Numerous studies associate ac-
cess to an experienced HIV provider with
better health outcomes.11–14

Second, highly active antiretroviral ther-
apy is very costly. The estimated cost of
drugs alone for this therapy is $10 000 to
$12000 per year, which does not include the
underlying costs of office visits and blood
tests to monitor the effects of the drugs (al-
though these costs are marginal relative to
the actual costs of drugs). The durability of
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the treatment effect of highly active anti-
retroviral therapy is not yet known, and thus
it is not known whether these additional pre-
scription drug costs are replacing very high
treatment and hospitalization costs often as-
sociated with end-stage AIDS or merely de-
laying them. Because it is recommended that
highly active antiretroviral therapy be initi-
ated relatively early in the progression of the
disease,2 this regimen has added costs to the
front end of HIV, where once there were rela-
tively few costs.

Third, the regimen involved with highly
active antiretroviral therapy is complex, re-
quiring patients to take many pills at different
times each day, often with different require-
ments in regard to food intake. Adherence to
the prescribed regimen is critical; it has been
found that nonadherence leads to viral resis-
tance, rendering the treatment ineffective and
raising the public health threat of potential
transmission of multi-drug-resistant HIV.1

This makes the provision of adherence ser-
vices that will help individuals sustain the
treatment regimen prescribed a new and criti-
cal HIV-related care service, one not yet
clearly integrated into the care system (and
even less incorporated into the financing re-
imbursement system).

In addition to the challenges of the treat-
ment regimens themselves are the limitations
of the current public financing and care de-
livery system and of its capacity to address
the complex needs of a growing population
in need of HIV-related care.

The Impact of the Medicaid
System

Medicaid is the principal source of care
financing for people living with HIV in the
United States. The Office of Management
and Budget has estimated the federal share of
Medicaid spending for HIV at $2.2 billion
for fiscal year 2000. With state matches, this
brings total Medicaid spending to about
$4 billion. And yet, the structure and policies
of the Medicaid program often make it a
challenge for people living with HIV to ac-
cess the standard of care that includes treat-
ment early in disease progression.

Most people with HIV gain eligibility
for Medicaid by being both poor and disabled
(in short, qualifying for Supplemental Secu-
rity Income after having developed full-blown
AIDS and becoming severely disabled). Thus,
it is very difficult for those who are poor and
have early HIV disease to use the nation’s
principal system of poverty-based care fi-
nancing to access treatments that are pur-
ported to delay onset of disability. They are
then dependent on other safety net programs,

such as the Ryan White CARE Act’s AIDS
drug assistance programs (discussed later),
for accessing these treatments.

Unlike Medicaid, AIDS drug assistance
programs (and all of the CARE Act pro-
grams) are not entitlements; they have lim-
ited funding appropriated each year. Even in
instances in which access to drugs can be
achieved through these programs, an individ-
ual with HIV must first have access to under-
lying primary care, so that a clinician can per-
form blood tests and prescribe medicines
based on those tests. Again, unlike Medicaid,
most of the CARE Act programs are not de-
signed to provide a comprehensive set of
primary care services, and thus AIDS drug
assistance program beneficiaries are not
necessarily assured access to the full system
of comprehensive care services that are es-
sential to highly active antiretroviral therapy.

Therefore, if they are unable to access
AIDS drug assistance programs, poor people
living with HIV will have to wait until their
HIV becomes so severe that they are dis-
abled. They will enter the Medicaid system
sicker than their counterparts who have ac-
cessed highly active antiretroviral therapy
through other means, and their care will be
more costly to the public system as well.

One state, Maine, has received approval
from the Health Care Financing Administra-
tion (HCFA) to expand its Medicaid program
to those with HIV who are poor and not yet
disabled, so that they can benefit from early
treatment. HCFA sets a very high standard
for such expansions, requiring that states
show that interventions would be budget neu-
tral over a 5-year period. With new treatments
whose effects over such a time period are un-
known, this can be quite a challenge.

To achieve budget neutrality, Maine had
to set limits on the number of people who
would be permitted to enter the expansion
program, thus rationing care in a way that
Medicaid generally does not. Even with this
limit, Maine was able to achieve neutrality
only by gaining commitments from pharma-
ceutical companies for significant drug dis-
counts. HCFA’s approval of the waiver is de-
pendent upon the actual implementation of
these discounts. Whether other states that
represent much larger markets will be able to
accomplish the same reduction in prices is
unknown.

Recent social policy changes have also
affected access to Medicaid for people who
are at risk for HIV infection or have already
acquired HIV. Welfare reform has reduced the
overall number of Medicaid beneficiaries in
many states, reducing the number of nondis-
abled poor women on Medicaid, a group fac-
ing one of the most rapid rises in HIV cases.
Legislation that removed substance abuse as a

disabling condition has probably had an effect
on the number of HIV-positive injection drug
users who might have had earlier access to
HIV-related treatment, although this effect has
not yet been measured.

Because Medicaid is a state-run pro-
gram, each state has its own approach to the
administration of Medicaid within the param-
eters set by the federal government. This cre-
ates tremendous variation on a state-by-state
basis in eligibility criteria and benefits. Thus,
in the case of 3 HIV-infected individuals who
live in 3 different states but have the same set
of medical and financial circumstances, the
first might have access to a comprehensive
set of services, the second might be eligible
only for minimal services, and the third
might find himself or herself totally ineligible
for Medicaid.

The state-by-state variability applies in
almost every aspect of the Medicaid pro-
gram, beginning with eligibility determina-
tion. In data provided to Rep Henry Waxman
(D, Calif), the ranking minority member of
the House Government Operations Commit-
tee, the Social Security Administration dis-
closed that there is tremendous variability
among claims adjudicators in denial rates for
those seeking an HIV-related disability deter-
mination (K. Apfel, Commissioner of Social
Security, written correspondence to Rep
Henry A. Waxman, May 1998).

In addition, only 34 states have opted for
a Medicaid-administered program for the
medically needy that permits disabled per-
sons who are not poor enough to qualify for
Medicaid’s disabled category (in most states,
75% of the federal poverty level) to “spend
down” onto Medicaid by deducting medical
expenses from their income. Even in states
with programs for the medically needy, there
is tremendous variation in income thresholds,
from as low as 25% of the federal poverty
level in Arkansas to 86% in California.15

There is also variation in the benefit
structures of state Medicaid programs. For
example, in the critical area of prescription
drugs, some states offer unlimited access,
while others place limits on the number of
prescriptions that can be filled in a month.

It also appears that Medicaid beneficia-
ries with HIV are not necessarily finding
ready access to experienced providers. In
October 1999, HCFA, citing a study9 that
showed that Medicaid beneficiaries were
less likely to receive the necessary standard
of care, called on state Medicaid programs to
ensure access to experienced HIV providers
in both the fee-for-service program and man-
aged care.16

The shift of many Medicaid programs to
managed care poses special challenges for
people living with HIV. Will the provider net-
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works of managed care organizations have
experienced HIV providers? Will the states as
purchasers require the managed care organi-
zations to engage in prevention activities (in
which the system benefits financially but an
individual managed care organization may
not, because of the relatively short period of
time a beneficiary is part of one plan)? And
will states provide the necessary capitation
rate to make it financially feasible for man-
aged care organizations to provide the stan-
dard of care and the continuum of support
services that are considered essential to the
successful implementation of that standard?
(For examples of language designed to en-
sure quality in managed care purchasing, see
material from the Center for Health Services
Research and Policy.17)

Medicare

Medicare, which has also become an
important source of care for people with
HIV, is now estimated to cover almost one
fifth of people with HIV2 and represents the
second largest share of federal spending on
HIV care ($1.7 billion in fiscal year 2000,
according to the Office of Management and
Budget), after Medicaid. However, eligibility
for Medicare among most people with HIV
is similarly limited to those who are fully
disabled and who qualify after being eligible
for Social Security Disability payments for a
2-year period. Medicare is thus also limited
to people who have sufficient work histories
to qualify for Social Security Disability In-
surance benefits. Medicare beneficiaries
with HIV/AIDS are more likely than Med-
icare beneficiaries overall to be eligible for
Medicaid as well1 (also based on data from
the HIV Cost and Services Utilization
Study; D. Goldman, RAND, written commu-
nication, July 1999).

The CARE Act

In 1990, Congress passed the Ryan
White Comprehensive AIDS Resources
Emergency Act (the CARE Act) by an over-
whelming margin. It was reauthorized in
1996 with similar levels of support. The
CARE Act was originally designed to miti-
gate the disparate effects of AIDS on the
safety net providers in certain communities.
It has since evolved into an almost $1.6 bil-
lion program offering medical and social ser-
vices for people living with HIV and at risk
for HIV. These services are offered through
various mechanisms, including the AIDS
drug assistance programs mentioned earlier
(which had a more than $665 million budget,

from federal and state sources, in fiscal year
199918). Congress is currently debating the
second reauthorization of this program.

The CARE Act programs themselves
are responding to the same challenges that
the HIV epidemic is posing to the health care
system in general—adapting to changing de-
mographics, accommodating more clients as
death rates decline, shifting from a death and
dying model of service delivery to one that
focuses on chronic disease care and manage-
ment—all while trying to fill in the gaps in
benefits offered Medicaid beneficiaries (such
as social services that are considered essen-
tial to successful use of the medical system
for those with HIV but are often not covered
by Medicaid programs) and in eligibility cri-
teria. (Thus, for example, the AIDS drug as-
sistance programs provide drugs for those
who are not yet eligible for Medicaid because
they are not sufficiently disabled or because
they do not meet stricter income criteria.)

But a national discretionary grant pro-
gram, most of whose funds are distributed
on a formula based on number of AIDS
cases, cannot make up for the state-by-state
variation in the Medicaid and safety net pro-
grams. In a sense, the CARE Act reinforces
that variability: states with weaker Medicaid
programs must spend more of their CARE
Act dollars filling in gaps for populations
that in other states would be receiving those
services through Medicaid. In the states with
strong Medicaid programs, CARE Act funds
can be used to expand benefits or allow for
broader eligibility criteria and thus cover
more people.19

Addressing these discrepancies in the
context of the CARE Act’s reauthorization is
something that policymakers have been
wrestling with but not necessarily resolving.
As an example of the challenge this issue
poses: Should CARE Act dollars be targeted
toward states with weaker Medicaid pro-
grams? Or would that be punishing states
that have already stepped up to the plate to
strengthen their Medicaid programs? In

short, a relatively small (relative to Medicaid
spending) discretionary program cannot
hope to resolve the inequities in the policies
and administration of a much larger entitle-
ment program.

It is important to note that the “tradi-
tional” discretionary safety net programs also
stand beside the HIV-specific CARE Act.
The nation’s community health centers, for
example, serve a large number of people liv-
ing with HIV, sometimes with additional
funding through Title III of the CARE Act,
sometimes only with their regular health cen-
ter grants (and any third-party reimbursement
they can get). There is a certain irony in the
fact that the health centers, which are de-
signed to be the safety net providers for poor
people in the United States, have a current
appropriation of $1.024 billion, smaller than
the amount devoted to the CARE Act (almost
$1.6 billion), which is designed to serve only
those with HIV disease.

Resources Available for Care

It is relatively easy to see that, taken in-
dividually, each of these programs has limita-
tions in regard to serving as a true safety net
for people living with HIV, and it is therefore
easy to understand that many people living
with HIV are going without the care that they
need. But when taken as a whole—when all
of the resources in the various programs serv-
ing people with HIV in the United States are
taken together—the inability to access appro-
priate care and services highlights the irra-
tionality of the system we are using.

As Table 1 indicates, public spending in
fiscal year 2000 on HIV-related care and ser-
vices will total more than $7.7 billion (exclud-
ing state spending other than the Medicaid
match). By any reckoning, this is a significant
amount of money. If we assume that 400000
people with HIV (of the estimated 800000–
900000 in the United States) depend exclu-
sively on the public sector for their care, there
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TABLE 1—Estimated Public Spending on HIV-Related Care: United States,
Fiscal Year 2000

Program Amount, $

Medicaid (federal share) 2200000000
Medicaid (estimated state share) 1800000000
Medicare 1700000000
Ryan White CARE Act 1599546000
Veterans Administration 417000000

Total 7716546000

Note. Data were derived from Office of Management and Budget fiscal year 2001 budget
documents.



would be, on average, about $19250 available
on a per capita basis, more than the estimated
$18960 average annual cost of care for HIV
(based on data from the HIV Cost and Ser-
vices Utilization Study; G. Joyce, RAND,
written communication, July 1999).

Why, then, are these resources, which
seem to be sufficient overall to meet the care
needs of people in the public sector, not
doing the job? One reason is that national es-
timates do not necessarily reflect the re-
sources available in every jurisdiction. Also,
many programs that finance care for people
living with HIV have multiple administrative
structures at the national and state levels. (In
addition to Medicaid and Medicare, the
CARE Act alone supports 5 different fund-
ing streams for accessing services.) This
complex infrastructure, while permitting
providers to patch together appropriate care
and services for a person with HIV, also cre-
ates inefficiencies and administrative costs.
Furthermore, both Medicaid and Medicare
have eligibility restrictions that usually limit
enrollment until late in disease progression,
when costs are highest. This combines to
form a patchwork quilt of services that
works well for some people but leaves oth-
ers—based on geography or status—out in
the cold.

Incremental Steps

Clearly, if we as a nation embraced uni-
versal access and coverage for health care,
people with HIV would not be facing the
challenges they are in accessing care. This
universal access could well be offered to peo-
ple with HIV at little or no additional cost,
given the funds being spent on supporting
multiple funding streams. But comprehen-
sive health care reform is not on the national
agenda. The voters and Congress have been
consistent in wanting the system to work bet-
ter but not wanting to make radical changes.
Incrementalism, even if it tends to create
more complexities and perhaps even more in-
equities and irrationalities, is the only option
on the table.

It is through our response to caring for
people living with HIV that we can test some
of these incremental steps, including the inte-
gration of funding streams into a more ratio-
nal system of care delivery that emphasizes

early intervention or Medicaid expansion,
through state-by-state demonstration pro-
grams, to people with HIV before they are
disabled. Because HIV continues to be a
major public health problem, and because of
the political organization that has occurred
around this epidemic, the political process is
willing to provide additional resources to de-
sign a more comprehensive system of care
for people living with HIV.

Does this represent HIV exceptional-
ism? Yes, in a sense: exceptionalism that per-
mits the modeling of incremental, and possi-
bly systemic, reform of the entire safety net
system. The challenge for those working on
these issues is to keep the eye on both prizes:
improving health care access for people liv-
ing with HIV while also developing models
that will improve access for all who are de-
pendent on the publicly financed safety net
for their health care.
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